Background and aim: This paper explores the tension between participation and protection
| THE CASE EXAMPLE

| Funding, study rationale, and setting
The "parent" study on which our case example draws explored young people and practitioners' experiences of managing multiple transitions from children's to adult services in health and social care. 32 It was funded by the English Department of Health. In line with the Department's ambitions to increase young people's participation, 33 we wanted our study to provide young people with an opportunity to influence the conduct and focus of the research. 34 Details of the study design, methods, and core findings can be found elsewhere. 32 In brief, we had for some years worked with a participation group for looked after children and care leavers in an inner city social services department. 32 Building on this, we held an initial meeting with the professional lead and young people in the group to discuss whether our proposed work might be of interest.
As the group is regularly approached for advice or research requests, they had a genuine choice as to whether to accept or decline the chance to find out more. The young people told us that transitions (the focus of our study) were a priority for them, and they supported our study idea.
We envisaged 3 ways of addressing our participatory aims: a further meeting where the research plan would be reviewed and adapted in the light of young people's views; young people working as co-researchers interviewing professionals involved in transition care and implementation; and young people conducting an add-on study, exploring in more depth an aspect of transition that interested them.
| Ethics application
Our study covered transitions in health, education, and social care.
Given our population (young people leaving foster and residential care) and setting (Children's Services), we applied for approval from a Social Care Research Ethics Committee. Since a study design for participatory research is more fluid than that of, for instance, a trial, we described how we planned to apply an "ethical radar" 35 throughout the study with ethics conduct and consent seen as negotiated and ongoing, starting before researchers enter the field and continuing during the dissemination process after the formal end of the study. 36 We described how we would be alert to non-verbal as well as verbal signs of withdrawal of consent during data collection, and that participants would be reminded of the voluntary nature of the study. We had arrangements in place were any of the participants to show signs of distress and an independent person they could approach should they have a complaint. Children, whatever their age or ability, are skilled at indicating their disinclination to engage in an activity, as any parent can confirm. Consent can vary across a single encounter, with a researcher needing to adjust a line of enquiry on the basis of participants' responses. 37 With hindsight, our commitment in our original ethics application to a flexible design with ongoing consent might be viewed as naive given well-described obstacles to research with looked after children. 27, 38 Our optimism lay in the policy-oriented focus of our research and the priority on participation in policy documents. [39] [40] [41] We confidently expected that our established practice links with the participation project and a growing prioritisation of patient and community involvement and engagement in the UK research funding environment 42, 43 would lend support to our approach.
The ethics committee had concerns about our research, particularly in relation to the potential intrusiveness of asking young people leaving the care system about transitions. They expressed worries about peoples' capacity to consent and asked us to emphasise that confidentiality could not be assured in a group. Further concerns were raised in relation to our aim to offer young people the opportunity to invite professionals to be interviewed by them. Any additional work led by young people would, we were told, require a further full ethics application.
In response to both the committee's requests and our own reflections, we modified our involvement plans, and the research was approved. We held 5 research meetings and 16 individual interviews with 24 young people (aged [16] [17] [18] [19] [20] [21] [22] [23] [24] and interviewed 11 practitioners.
The young people who were about to leave, or had already left foster or residential care, were ethnically diverse, and 17 of them described use of health care services over and above the health team co-located with social services.
| ETHICS IN PRACTICE
Our experience of the ethics process encouraged us to fine-tune our ethical practices in the course of the research. During the study and afterwards, we read and reread interview transcripts, team email correspondence, and research diaries to consider challenges in relation to protection and participation.
| Consent
Reluctance or refusal to take part in research can be regarded as a form of agency. 44 In this case with initial recruitment undertaken by a third party (the service in which most of the research was based), participants were able to exclude themselves before formal recruitment, as well as at any point in the process.
Young people were given assurances of confidentiality and generally filled in our consent forms without comment, although some negotiated in advance, or during an interview, on what they would or would not be willing to cover. The interviewers emphasised this before starting:
AI: Thank you so much for agreeing to be interviewed, before you … you know, before today you made it really clear to me that you didn't want to answer any questions about reasons for coming into care or that sort of aspect of things ….
YP: Uh-huh.
AI:
… which I won't touch on and I wouldn't have … anyway.
YP: Yeah.
I'm only interested in what you want to share.
(Individual interview, young person age 20) In an interview with a young person with learning disabilities, it was clear that the young person had taken on board the information provided.
As 
(Research notes)
That this young person followed through with the agreement to "pass" when he did not want to talk about something can be seen in his interview transcript:
YP: Don't want to talk about it.
KL:
You don't want to talk about that.
YP: Pass.
(Individual interview, young person aged 21)
The young people also set boundaries for us. The context for the interviews may have helped them to do so. They were almost all conducted at the participation project or leaving care service, and there was always a worker they knew on the site, but not in the room.
Some young people had met the researchers at earlier group interviews and based their decision to take part in individual interviews on that encounter. These contextual factors may have contributed to research participants' sense of agency.
Because of the concerns of the ethics committee, our consent form and formal procedures were extensive. Some concerns raised by the ethics committee were echoed in the research process, some not. The suggestion that groups might not be a good place to discuss transition experiences was only partly supported in practice. Most young people participated actively; others were more guarded but did not appear reluctant to participate in general. Two who were quiet in one group returned to later meetings and gave individual interviews.
Young people used the group meetings and individual interviews in different ways that complemented one other much as we had expected.
In groups, participants discussed their views on the transition system and generalised from their experiences to comment on practices and policies. In individual interviews, they were more candid and often told their personal stories.
Not only did the young people take part willingly, and on their own terms; some also questioned the ethical framework for the study. A specific request by the ethics committee was that the consent form included the following (Figure 1 ).
FIGURE 1 From the consent form
This was queried at an early meeting. Since we were taking consent at the time, the exchange was not audio recorded, but our research This example of someone wanting to "breach" their own anonymity (discussed in more detail elsewhere) 45 illustrates the way in which a professional perspective on ethics can be challenging or even feel undermining to a research participant.
Although some participatory aspects of our work were reduced during the ethics approval process, we continued to ask for feedback from participants during the fieldwork, including feedback on the way we were conducting the study. Another presentation to academics, policy makers, and practitioners was filmed and shown at a dissemination event for the young people at the participation project. 46 Again, young people and practitioners welcomed our reliance on direct quotations with their views foregrounded.
| Ethics as a process, not an event
We aimed to approach young people with sensitivity: Okay. Take your time and remember you don't have to talk. It's obviously very upsetting for you and I'm assuming, yeah, it was a very frightening time?
YP: Mm hm.
(Interview with young person aged 19) Incidents such as the one below, after a young person had said more than they intended, illustrate the "ethical radar" applied in practice These excerpts and reflections are a reminder that in practice, ethics guidelines provide tools rather than rules that researchers can draw on in the field.
| DISCUSSION
Ethics committees in the United Kingdom tend to distinguish between qualitative research (usually collecting and analysing interview data)
and "involving" people in research decision making (patient and public involvement and engagement), with qualitative research needing ethics approval and involvement not. This distinction is not always clear but is primarily signified by the roles given to (or taken by) participants in informing the study design and development (involvement) or taking part as respondents and providers of data (research). A recent paper in a quite different area (smoking and breastfeeding) illustrates how involvement and qualitative research can enhance each other by embedding involvement within the qualitative research design. 47 Our plan to include young people in interviewing practitioners was based on a belief that this could enhance our understanding of what matters to young people, because they would be invested in the questions.
The term "vulnerable" is ill-defined, often used to delineate between "us" (the strong) and "them" (the weak). 48 Whilst it is important to build in protection for those more likely to be exploited, it becomes problematic if "protection" trumps peoples' wish to participate, or choice of whether to participate or not. Our data indicates that "visibility" may be one motivation for people to take part in research, 49 just as others have found that recognition can be a motivator for citizen participation. by an over-reliance on proxy sources of evidence or no evidence. "Protection" from involvement can deny those defined as vulnerable the right to expression, and risk marginalisation and exploitation. 44 On the other hand, given that some citizens are (or are seen as) more susceptible to compliance without a full understanding of the consequences, ethics considerations need to consider the research context. 51 Schoolchildren, for instance, may find it difficult to exclude themselves from classroom-based research, whatever their capacity to consent.
Our reflections explore what happens when young people involved in a participatory study come up against the ethics framework for the study. As such, we offer a modest contribution to a body of social science on the balance between protection and paternalism, and autonomy, participation, and self-determination in research ethics. 52, 53 Along with others, 35, 54, 55 learning disabilities being included in research, they are all too frequently excluded, or it falls to parents, journalists, or activists to expose vulnerabilities imposed by systems that discount them. 57 Participating in research has the potential to expose participants, irrespective of background, 52 to feelings of vulnerability. Given that young people are often seen as adults in the making rather than people capable of exercising agency, they may be treated as less capable of understanding the consequences of their actions. 26 Much debate on research ethics focuses on informed consent, and the extent to which people can be autonomous and fully informed when signing up to participate in research. 26, 51, 52, 58 Our data provide an illustration of the importance of the relationship between the researcher and the researched in offering both protection and participation. Gaining ethics approval is just the start. 59 The next step is to establish a research context within which full or partial withdrawal of consent is enabled. We found that participatory ambitions for research participants viewed as vulnerable can challenge (or be challenged by) ethics frameworks. Our experiences resonate with theoretical work on "recognition" 56,60 based on the Hegelian notion that who we are -our identity-is formed through recognition or non-recognition by others. From this perspective, struggles for participation by marginalised groups are struggles for recognition. Barriers to participation or involvement form obstacles to voice and recognition of that voice, reinforcing inequalities.
| STUDY LIMITATIONS
The study from which this paper derives did not set out to explore ethics. Most of the young people we recruited were involved in an
